| INTRODUC TI ON
The need for greater involvement of patients and family members (consumers) in health care related to the field of patient safety has gained powerful recognition amongst global policymakers. 1, 2 Adverse events occur in health care. At the very least, adverse events have led to patients enduring preventable complications, unanticipated transfers to Intensive Care Units, longer hospital stays and diminished capacity for independent living. 3, 4 At their worst, adverse events have been estimated to lead to many preventable hospital-related deaths globally. Recent evidence has indicated over 200 000 deaths per year relate to medical error in the United States while under-recognized in other developed countries. 5, 6 Drill-down analysis of unsafe care incidents resulting in reported deaths in public hospitals in England also pointed to areas of apparent system failure with mismanagement of deterioration, failure of prevention and deficient checking and oversight figuring strongly (72%). 4 Detection and reporting of deterioration (unexpected decline in physiological condition) 7 therefore has a critical role to play as early signs of deterioration can often be detected through effective monitoring. 3, 7 The importance of early detection and response to deterioration has been reflected in the emergence of medical emergency teams. 8 Rapid response systems (RRS) have established processes by which these teams can be activated by health professionals providing swift and intensive medical intervention for deteriorating patients. Call criteria are used to identify patients with conditions that are deteriorating, through abnormal observations and vital signs. 3, 9 Yet evidence of undetected/unreported deterioration has been identified, strongly argued to be related to the impact of socio-cultural and hegemonic factors on health professionals. [10] [11] [12] [13] Such findings have led to greater focus on patient safety amongst national health-care organizations' responsible for setting policy on health-care standards and a growing awareness of the potential assistance to be gained by partnering with consumers to detect patient deterioration. 14, 15 A review of evaluative studies undertaken after implementation of a range of consumer reporting of patient deterioration programmes (CRPDP) has indicated consumers can potentially detect and report patient deterioration to RRS. 16 However, small numbers of consumer reports relating to significant patient deterioration have been reported. [17] [18] [19] [20] Low levels of consumer knowledge, confidence and/or fear to report in case of upsetting staff may relate to low consumer reporting of patient deterioration. 7, 20 There was little evidence of consumer involvement in planning and designing of these CRPDP. 16 Greater consumer participation has been sought with the aim to enhance the programmes and increase subsequent consumer involvement in early detection of patient deterioration. 7, 21, 22 In the past, health professionals have taken the lead role in development of CRPDP often responding to family demand following tragic, preventable consumer deaths, for example, Josie King.
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While input from external consumer organizations into these programmes have been reported, 7, 24 detailed collaborations have been rare with one major exception. 25 Contrasting with the push toward consumer involvement in CRPDP, studies of patients' and visitors' efforts to "speak up" on broad patient safety concerns have indicated fear in doing so. 26, 27 When considering this issue, no studies were found that drew on consumers' experiences of reporting deterioration to establish their preferences in components of CRPDP.
16,28

| OBJEC TIVE
To explore consumers' experiences of previous reporting of patient deterioration; their preferred educational strategies on this role and recommended pathways in a consumer reporting of patient deterioration model.
| ME THODS
An interpretive, qualitative research design that incorporated focus group methodology 29 and a consumer-driven approach was utilized.
The study occurred from 2014 to 2017 with interview data from the focus groups audio-taped, transcribed and analysed by the research team using a manual thematic analysis framework. 30 Study approval was granted by the Institutional Research Ethics Board. Informed, written consent was obtained from all participants prior to involvement in the study. Reporting of this study has followed the criteria for qualitative research recommended by Tong et al
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A purposive sample of participants was sought through community-based consumer organizations. These organizations shared short articles with members, seeking volunteers for the study.
Adults who had been patients or family members of past patients admitted to Australian acute hospitals were sought. Potential volunteers were required to have had experiences of reporting deterioration within 5 years of the commencement of the study. Individuals who had been previous in-patients for obstetric or mental health reasons were not included as their needs were seen as specialized. The focus group interview topic guide was designed to elicit a comprehensive understanding of the patient or family member's experience ( Table 1 ). The focus group interview questions and process were piloted successfully with a volunteer group of eight consumers who provided helpful feedback assisting to finalize the questions.
These consumers did not participate in the main study. Examples of the interview questions included "Could you think back to one significant occasion during a hospitalization when you or a loved one suddenly became sicker" and "Who should be given the information about getting help for someone who is becoming physically sicker?"
The questions were asked by facilitators with additional questions added to encourage further details (where appropriate). Each participant could also refer to the interview questions on paper and displayed electronically on a computer monitor during the interview.
No repeat interviews occurred with the participants.
The focus group interviews were audio-recorded, transcribed by a professional transcriber and de-identified as "FG" 1-9 with pages numbered. The basis of each focus group's discussion was the participants' recollections and subsequent responses to each other's comments. Interview transcripts were therefore not sent to participants.
Previous in-patients were identified within the transcripts as "P"
(n = 9) and family members of in-patients as "FM" (n = 17).
Six phases of exploratory thematic analysis 30 were utilized in the manual analysis of the interview data. Phase one involved the research team familiarizing themselves with each interview as two to three of the four members were present at each focus group.
The decision was made to combine the patients and family members' data in the analysis for two reasons. The first reason was based on the decision to bring patient and family members into the same focus groups (due to participants' availability). The second reason was the patient, and family member data were found to be strikingly similar across all of the focus groups. Initial codes were then generated related to features of the data that were of specific interest to the researchers (examples included in Table 2 ). These segments of data emerged as common responses (phase two). The codes were Demonstration of credibility, transferability and dependability has facilitated confirmability, establishing that the findings of this study have emerged from the consumers' views.
TA B L E 1 Interview topic guide
Consumers' brief summary of experiences of recognizing and responding to an episode of patient deterioration:
• What they felt • What they thought • What they did in response to their concern • What would have improved their experience Consumers' views on changes needed within hospital systems to make it easy for patients or family members to:
• Identify and report patients who are physically deteriorating • Ensure timely assistance for patients from health professionals Consumers' reflections on potentially receiving information on how to recognize and respond to deterioration in future:
• Who should provide this information • When participants should be given this information • What multimedia formats should provide the information • Who should receive this information
| RE SULTS
Twenty-six (26) Table 3 .
During the interviews, participants described occasions involving 
| Consumers' experiences when reporting deterioration
This theme has been constructed from the consumers' feelings, thoughts and actions which have been described below, accompanied by evocative responses (please also refer to Figure 1) . A more extensive summary of the participants' comments on each of these themes and subthemes can be found elsewhere (Table S1 ).
| Feelings
On detection and reporting of deterioration, each participant's feelings were related to the health-care professional's perceived lack of response to their concern. Experiences ranged from feeling uninformed to fear, annoyed, frustration, powerless, abandoned, in pain to shock, anger and mistrust in the health-care staff. As one patient commented: "My primary feeling was fear. I knew something was going on and felt they weren't validating that concern" (P,FG 2,p6).
| Thoughts
When considering the health professional's response to their report of deterioration, some participants, like the patient below, held positive thoughts about the clinician's assessment and provision of the necessary care.
I thought I would be alright, they looked like they knew what they were doing; it was the best place to be (P,FG2,p7).
Others were uncertain about how to engage with clinicians to gain fast action, describing their thinking as dependent and powerless, perceiving the health system as under resourced with weak care coordination.
They're way understaffed, rushed off their feet. I found it hard, I just felt like a burden, I didn't want to buzz (P,FG,p34).
Contrastingly, some decided to try to take control of the situation.
These participants drew on their medical knowledge to successfully escalate concern about the patient. Confident participants sought advice from the senior nurse and, as a result, gained collaborative involvement in decision making on the need for a call to the rapid response team. As one commented:
[the] Nurse kept going back to the senior who realised I was making a bit of a fuss and said 'do you want a Some participants described an eventual loss of trust when they thought clinicians were not addressing their concern. As one participant said:
I felt very torn between believing that these are professionals, they must know what they're doing, we just have to trust them, and seeing what I was seeing in front of me, and seeing that incongruity between people telling us that it's okay and that it's not looking okay, it's actually looking worse than I've ever seen it (FG8, FM, p. 9).
| Actions
The participants' actions after reporting deterioration were diverse. Some described taking no further action beyond reporting A number of participants eventually lodged formal complaints in regard to their efforts to report patient deterioration. As one patient stated:
I wrote a letter of complaint and got a reply. They did say that it was wrong, they're now using my case as a blind study.
[but] The letter is really saying, 'there, there dear, it's alright, nobody else will get treated the way you did' (P,FG6,p14).
| Patient/Family education-information on recognition and reporting of patient deterioration
The participants then offered their perceptions on the most effective ways to inform consumers on their potential role of reporting deterioration ( Figure 2 ). This theme has been constructed from the consumers' preferences for information delivery on their potential reporting role, described below, and accompanied by participants' quotations. A more extensive summary of quotes made by consumers on each of the subthemes within the theme can be found elsewhere (Table S2) 
| Content
The participants felt the position of the consumer to report should be made clear in the content of the information provided. 
F I G U R E 1 Consumers' experiences when reporting deterioration
Consumers' experiences when reporting deterioration Feelings
A simple flow chart of steps to follow to obtain further assistance, clear details on who to call when raising concerns and what to expect from clinicians responding to their concerns were sought.
As one patient described, content should be "Simple [in order] to make it easy to read and absorb" (P,FG4,p5).
| Timing
The consumers wanted to receive the information on admission, regularly during their hospital stay, and at strategic times when patients and family members could fully comprehend, that is, where they were in a receptive cognitive and emotional state.
Typically, as one patient stated: "On admission when family members were waiting, would be an ideal time" (P,FG6,p14). 
| Format
| Information providers
Nursing and medical staff were the preferred professionals to pro- Medical and other health-care professionals were also seen as potentially effective providers of information; doctors for medical-related questions. Participants described the need for other forms of assistance, particularly in situations that were less urgent. For example, social workers to handle family resource needs and chaplains for spiritual support. As one family member commented: "Social workers are better equipped to handle family members and find resources" (FM,FG1,p3).
| Information recipients
Participants felt that the patient should always be informed and able to nominate a family member or friend to receive information about their potential role in reporting patient deterioration. For example, one family member viewed this formal recognition in the health system as important so the nominee "can recognise when they're getting sicker and press the button" (FM,FG3,p8). Participants also recommended respect for power of medical attorney, allowing that person to access information and advocate while the patient was incapacitated.
| Model for consumer reporting of patient deterioration
The consumers' perspectives then guided development of an innovative model for consumer reporting of patient deterioration (see Figure 3) . Critical care-based nurse responders with advanced life support skills and a designated role to assess patients at the bedside and activate the RRS team as needed have been utilized in outreach models. 7 However, smaller or regional health-care organizations may need to access other health professionals through remote services.
To be satisfied with the overall process of CRPDP, family members wanted their reporting to elicit rapid skilled treatment to address reversible clinical patient deterioration. Importantly, the consumers were well aware that patients may die during critical illness or be faced with a transition into end-of-life care.
| D ISCUSS I ON
The aim of this study was to investigate consumers' past hospital experiences to inform development of a consumer-directed model for reporting patient deterioration. This study explored consumers' experiences of reporting previous patient deterioration; consumers' views on consumer-targeted educational information on reporting patient deterioration; and the preferred processes for consumers to report and escalate care for a deteriorating patient.
In regard to communicating with health professionals, our findings were consistent with previous research indicating the reticence of consumers to "speak up" on patient safety concerns in health-care. 26, 27, 34 The confidence of consumers in our study to speak about their concerns was carefully weighed up against the: potential harm of doing so;
importance of their concerns opposed to other patients' needs; perceived staff workloads and knowing how to "navigate" the health-care system. Consumers in other studies have also indicated greater likelihood to "volunteer their concerns if staff actively seek their views." 27 Effective consumer/health-care professional communication has become known as crucial to the achievement of patient safety.
1,35,36
What information needs to be conveyed?
• Who should give the information?
• Nurses providing the information on admission and during stay Further education of health-care staff to remind them of the importance of effective listening and responding when communicating with consumers has been recommended. 25 It was believed that consumer education to report patient deterioration could not hope to succeed unless health professionals were prepared to listen and respond effectively.
Our proposed consumer reporting model starts with the education of the consumers (illustrated in Figure 3 and described in the findings).
The consumers in this study underlined the critical importance of receiving educational materials to build their confidence and knowledge to report. Historically, as well as currently, educational materials for consumers on reporting have been/are developed by groups of health professionals. 37 In contrast, consumers in this study sought materials developed and tested with consumers themselves on the basis that they may achieve a better understanding of the messages and effective response amongst visitors to the health-care organization. These consumers' views echo the strong push toward widespread consumer collaboration in development of materials and CRPDP. 16, 25, 38 Similarly, Liaisons were found in the form of administrative managers who could assess patients and report to the appropriate department.
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However, no further studies of consumer reporting models were identified that offered consumer access to a critical care RN as an advocate, separate from the full RRS team, for assessment of patient deterioration on the wards.
Overall, the aim of the study was achieved, that is, the development of a consumer-informed model for reporting of patient
deterioration. An in-depth understanding of consumers' needs in relation to educational materials on the reporting process was also gained. The need for educational programmes for staff advocating open health-care professional/consumer communication was also very apparent. All of our findings point toward consumers' growing demand for a partnership driven approach to healthcare delivery.
| Limitations of the study
Consumers chose to participate in this study based on their own previous experiences of patient deterioration in hospital as a patient or family member. Their experiences provided a strong basis for reflection on difficulties met in reporting their own or a relative's deterioration and receiving rapid and effective medical response. It was noteworthy that none of the reported experiences involving patient deterioration preceded the person's death.
While a small number (26) in quantitative terms, the participants ranged in age, gender and residential location providing potentially diverse views through rich qualitative data. Transferability of these findings rests on the meaningfulness of the consumers' perspectives to others in similar settings.
| Recommendations for policy, clinical practice, education and further research
The proposed model has the potential to be used within departments of health policy to guide consumer reporting of patient deterioration programmes required by national safety and quality health-care service standards in Australia and other developed countries. 14 Following implementation of the proposed model in practice, evaluation research will be needed. Part of the evaluative process will involve the measurement of consumer knowledge and confidence to report deterioration and development of educational materials for consumers on their potential role. We recommend that consumers should be involved in the development and testing of educational materials to accompany new programmes. The educational needs of consumers with limited English language skills will also require further research.
Research into health-care professionals' views on consumer reporting would also be beneficial to inform staff education during implementation of the new programme. Openness to a partnership between health-care professionals and consumers in the use of the model would signify a much needed move away from the current professional-centric approach.
| CON CLUS IONS
The outcomes of this study have shown that based on experience consumers have strong opinions on how reporting of the deteriorating patient can be improved. These improvements include struc- 
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